Caring for family members with stroke : Chinese family caregivers' experiences by Lee, RLT
Vol.? No.1 
Caring for family members with 
stroke: Chinese family caregivers' 
experiences 
Regina L. T. Lee 
Abstract This study examines the experiences of 15 caregivers from Hong Kong Ch inese families who 
have been attendi ng to elderly relatives with stroke in a home selling. The purpose of this study is to 
explore and describe, by means of in-depth interviews, the experience in Chinese fam ilies of caregiving 
for victims of stroke. It argues for the distinctiveness of the Chinese caregiving experience in terms of 
the impact the experience has on man y aspects of their lives. such as beliefs, rituals. ramil y structure, 
emotions, aUitudes to illness and problem-solving sk ills. Interpretive explanations of whallhe perceived 
needs were and how they differed among Hong Kong Chi nese family caregive rs were inductively 
generated from the data using a qualitative approach. Data were collected utilizing two forms of 
reflection: interviews and memos. Audiotaped interviews were transcribed. Content analysis was used 10 
analyze the interview data in this study. The researcher classified the data into categories according to the 
constant comparative method of content analysis. Four key themes emerged as the fami ly caregivers in 
this study explained their experiences: learning to cope with new demands: managing their own emotional 
responses: appraising kinship and community support; and maimaining a balance between caregiving 
needs and their own needs . These themes reflect the impact of caregiving on the Chinese family 
caregivers in this study and show that providing infonnal care for stroke survi vors represents a significant 
hidden cost to Hong Kong society. 
INTRODUCTION 
Stroke is the fourth most common cause of death 
in Hong Kong. There were about 16,000 cases of 
stroke and it was al so the third lead ing cause o f 
hospitalization in Hong Kong in 200 1 (Hong Kong 
Hospital Authority, 2002). More than two-thirds 
of stroke survivors have some degree of physica l 
impairment and are dependent o n Famil y members 
to ca re for them (Chan & Yeung, 1998 ; Chiu & 
Dai , 1996; Ho, 2002). In he lp ing them to make a 
maximum recovery, and to successfu ll y adapt in the 
case of a panial recovery, family caregivers have a 
significant role to play. 
study because rehabilitat ion care for stroke patients 
continues from the hospita l to the home sett ing 
for months or even for yea rs. It has been well 
documented that the inclusion of fami ly caregivers 
in stroke rehabili tatio n improves recovery (Han & 
Haley. 1999; Sim el a l. . 1997; Slein el al. . 2003). 
Besides. over 60% of Chinese family caregivers are 
elderly spouses and they also have their own health 
problems (Census & Statistics Department, 2(01). A 
large number of studies have a lready indicated that 
caring for dependent re latives at home is burdensome 
(Abraham & Berry. 1992: Archbold et al., 1990; 
Ngan el al.. 1996; Twigg. 1992; Wrighl, 1998; Zaril, 
1989). Such stress ma y be extreme if the person 
who is being cared has been a victim of stroke . 
The researcher has chosen Chinese family carcgivers Thus. fami ly caregivers of people with stroke need 
of peo ple with stroke as the target group fo r the appropriate resources to assist them to withstand the 
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s t r e s s  a n d  s t r a i n s  a r i s i n g  f r o m  t h e  m u h i p l e  d e m a n d s ,  c o n s e q u e n c e s  f o r  t h e  l i v e s  o f  t h e  c a r e g i v e r s .  
w h i c h  c o u l d  l a s t  f o r  m o n t h s  a n d  y e a r s .  T h e r e f o r e .  a  g o o d  u n d e r s t a n d i n g  o f  C h i n e s e  f a m i l y  
c a r e g i v i n g  m u s t  i n v o l v e  a n  a p p r e c i a t i o n  o f  t h e  
C H I N E S E  F A M I L Y  C O N T E X T  c u l t u r a l  c o n t e x t  w i t h i n  w h i c h  e v e n t s  a n d  a c t i o n s  t a k e  
p l a c e .  i n c l u d i n g  t h e  ' f r a m e s  o f  i n t e r p r e t a t i o n ' .  w h i c h  
I t  h a s  b e e n  w e l l  d o c u m e n t e d  t h a t  t h e  C h i n e s e .  i n d i v i d u a l s  i n v o l v e d  u s e  t o  e v a l u a t e  t h e  p r o c e s s .  
b e c a u s e  o f  t h e  s t r o n g  i m p a c t  o f  t h e i r  c u h u r a l  
v a l u e s  a n d  t r a d i t i o n ,  e x h i b i t  c e r t a i n  p e r s o n a l i t y  
c h a r a c t e r i s t i c s  a n d  v a l u e  o r i e n t a t i o n s  w h i c h  a r e  
u n i q u e  t o  t h e  C h i n e s e  ( B o n d .  1 9 9 6 :  C h o w ,  2 0 0 0 :  
K w a n ,  2 0 0 2 :  P h i l i p s ,  2 0 0 0 ) .  I n  m a n y  W e s t e r n  
s o c i e t i e s ,  i n d i v i d u a l i s m  i s  t h e  d o m i n a n t  i d e o l o g y  a n d  
a  f a m i l y  i s  o f t e n  p e r c e i v e d  t o  b e  a  u n i t  c o n s i s t i n g  
o f  a  c o l l e c t i o n  o f  r e l a t e d  i n d i v i d u a l s .  R e c e n t  
s l u d i e s  h a v e  f o u n d  t h a t  t h e r e  i s  a  h i e r a r c h y  o f  
f a m i l y  c a r e g i v i n g  i n  W e s t e r n  c o u n t r i e s  b a s e d  o n  a  
c a r e g i v e r ' s  k i n s h i p  r e l a t i o n s h i p  t o  a n  e l d e r l y  r e l a t i v e  
( O r a u g h n  e t  a I . ,  1 9 9 5 ;  K e r r  &  S m i t h ,  2 0 0 1 :  W r i g h t ,  
1 9 9 8 ) .  B y  c o n t r a s t ,  C h i n e s e  c u l t u r e  t r a d i t i o n a l l y  
a s s u m e s  t h a t  t h e  f a m i l y  i s  t h e  b a s i c  u n i t  o f  s o c i e t y .  
C o n f u c i a n  a n d  B u d d h i s t  v a l u e  s y s t e m s  u p h o l d  
t h e  p e r s p e c t i v e  t h a t  c a r i n g  f o r  o l d e r  p e o p l e  i s  a  
f a m i l y  r e s p o n s i b i l i t y .  T h e  m u t u a l  o b l i g a t i o n  t h a t  
c h a r a c t e r i z e s  f i l i a l  p i e t y  h a s  p r o v i d e d  a  f i r m  b a s i s  
f o r  t h e  p r o v i s i o n  o f  c o n t i n u i n g  c a r e  f o r  f r a i l  e l d e r l y  
p a r e n t s  ( B o n d .  19 9 6 ) .  H o w e v e r ,  n o r m s  a p p e a r  t o  b e  
r a p i d l y  c h a n g i n g  i n  s o m e  C h i n e s e  c o m m u n i t i e s  s u c h  
a s  H o n g  K o n g .  G l o b a l i z a t i o n ,  p o s t - m o d e r n i z a t i o n  
a n d  o t h e r  s o c i a l  f o r c e s  h a v e  i n f l u e n c e d  
l o n g - s t a n d i n g  C h i n e s e  t r a d i t i o n s .  S t r u c t u r a l  
c h a n g e s  a l s o  a p p e a r  t o  b e  a f f e c t i n g  t h e  i d e a  t h a t  
f a m i l y  m e m b e r s  s h o u l d  a s s u m e  t h e  r e s p o n s i b i l i t y  o f  
p r o v i d i n g  c a r e  f o r  e l d e r l y  p e o p l e  ( P h i  l i p s ,  2 0 0 0 ) .  I t  
w a s  e a s i e r  t o  b e  f i l i a l  w h e n  f a m i l i e s  w e r e  l a r g e  a n d  
l i f e  e x p e c t a n c y  s h o r t ,  b u t  i t  i s  a  b i g g e r  Ch a l l e n g e  
w h e n  o n e ' s  p a r e n t s  r e q u i r e  l o n g - t e r m  c a r e  i n  a  
p o s t - m o d e r n  C h i n e s e  s o c i e t y  w i t h  n u c l e a r  f a m i l i e s  
t h a t  h a v e  f e w e r  c h i l d r e n .  H a v i n g  h e a l t h  p r o b l e m s ,  
o b l i g a t i o n s  t o w a r d s  o n e ' s  o w n  f a m i l y  a n d  h o l d i n g  
a  j o b  a r e  b e c o m i n g  s o c i a l l y  a c c e p t a b l e  e x c u s e s  f o r  
n o t  a s s u m i n g  a  h e a v y  f a m i l y  c a r e t a k i n g  r o l e  i n  H o n g  
Ko n g  s o c i e t y .  I t  i s  a l s o  q u i t e  a c c e p t a b l e  t o  e m p l o y  
o t h e r s  t o  c a r e  f o r  a n  a g e i n g  s p o u s e  o r  p a r e n t s .  
C H I N E S E  F A M I L Y  C A R E G I V I N G  
R E S P O N S I B I L I T I E S  
W i t h  a  p r e d o m i n a n t l y  C h i n e s e  p o p u l a t i o n  a n d  a  
c u l t u r a l  t r a d i t i o n  o f  r e s p e c t i n g  t h e  o l d ,  H o n g  K o n g  
h a s  l o n g  r e l i e d  o n  t h e  f a m i l y  t o  s u p p o r l  i t s  e l d e r l y  
r e l a t i v e s .  M o s t  C h i n e s e  e l d e r l y  w o u l d  r a t h e r  s t a y  a t  
h o m e  a n d  b e  c a r e d  f o r  b y  f a m i l y  m e m b e r s  e v e n  i f  
t h e i r  h e a l t h  i s  d e t e r i o r a t i n g .  P r e v i o u s  s t u d i e s  h a v e  
r e v e a l e d  t h a t  h o m e  c a r e  w a s  m o r e  r e l e v a n t  f o r  s t r o k e  
p a t i e n t s  a n d  t h e i r  f a m i l i e s  t h a n  h o s p i t a l  c a r e  ( L u i  &  
M a c k e n z i e ,  19 9 9 :  W o o  e t  a I . ,  1 9 9 2 ) .  H o w e v e r  f e w  
s e r v i c e s  a n d  l i t t l e  s u p p o r t  h a v e  b e e n  e x t e n d e d  t o  
f a m i l y  c a r e g i v e r s  i n  t h e  h o m e  s e t t i n g  ( C h o w ,  2 ( ) ( x ) ;  
N g a n  e t  a l . ,  1 9 9 6 ;  K w a n ,  2 0 0 2 ) .  S e v e r a l  a u t h o r s  
h a v e  i n v e s t i g a t e d  t h e  r e s p o n s i b i l i t i e s  u n d e r t a k e n  
b y  C h i n e s e  f a m i l y  c a r e g i v e r s  o f  p e o p l e  w i t h  s t r o k e ,  
t h e  d i f f i c u l t i e s  t h e y  e x p e r i e n c e ,  a n d  t h e  i m p a c t  
o f  c o m m u n i t y  s u p p o r t  g r o u p s  f o r  t h e m  i n  H o n g  
K o n g  ( L e e ,  2 0 0 1 :  L e e  e t  a I . ,  2 0 0 3 ;  L u i ,  1 9 9 7 ;  L u i  
&  M a c k e n z i e .  1 9 9 9 ;  M a c k e n z i e ,  H o l r o y d .  &  L u i ,  
1 9 9 8 ;  W o o  e t  a I . ,  1 9 9 2 ) ,  T h e y  a l l  f o u n d  t h a t  t h e  
i m p a c t  o f  c a r i n g  f o r  s t r o k e  p a t i e n t s  w a s  t r a u m a t i c  
a n d  e x h a u s t i n g .  I t  h a s  b e e n  p o s i t e d  t h a t  e d u c a t i o n  
a n d  s u p p o n  g r o u p s  c a n  e n a b l e  t h e s e  f a m i l y  m e m b e r s  
t o  b e t t e r  c a r r y  o u t  t h e i r  r e s p o n s i b i l i t i e s .  H o w e v e r ,  
d e s p i t e  t h e  C h i n e s e  f a m i l y  c a r e g i v e r s  u n d e r  
u t i l i z a t i o n  o f  s o m e  p r o g r a m m e s  a n d  s e r v i c e s ,  s u c h  
a s  t h e  c o m m u n i t y  s t r o k e  s u p p o r l  g r o u p .  p a t i e n t s  
a n d  f a m i l y  c a r e g i v e r s  h a v e  n o t  b e e n  a s k e d  f o r  t h e i r  
o p i n i o n  o n  h o w  s e r v i c e s  s h o u l d  b e  i m p r o v e d .  B y  
l i s t e n i n g  t o  t h e  v o i c e s  a n d  c o n c e r n s  o f  t h e  c a r e  g i v e r s ,  
t h i s  s t u d y  a i m s  t o  f i l l  t h i s  g a p  i n  k n o w l e d g e  a n d  u s e  
t h e  f i n d i n g s  t o  a d d r e s s  c o m m u n i t y  c a r e  i s s u e s  a n d  
d e s i g n  p r o g r a m m e s  t o  a s s i s t  f a m i l y  c a r e g i v e r s .  
T h e  r e s e a r c h e r  a r g u e s  t h a t  c a r e g i v i n g  i s  n o t  s o l e l y  P U R P O S E  
a  t a s k  a c t i v i t y ,  b u t  a n  a c t i v i t y  t h a l  i n c l u d e s  p l a n s  
a n d  d e c i s i o n s  m a d e  b y  c a r e g i v e r s .  T h e s e  a r e  T h e  m a i n  p u r p o s e  o f  t h i s  s t u d y  i s  10  e x p l o r e  t h e  
n O l  o b s e r v a b l e  t a s k s ,  a n d  m a y  h a v e  i m p o r t a n t  e x p e r i e n c e s  o f  C h i n e s e  r a m i l y  m e m b e r s  c a r i n g  f o r  
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older relatives who have been diagnosed with stroke, 
in order to identify the perceived needs of family 
caregivers and plan appropriate interven tion s to 
provide effective support for their caregiv ing rolc. 
METHOD 
This study adopted a qualitati ve research design 
since th is allows a researcher to proceed inductively 
and to study Chinese famil y ca re give rs and 
their setting holistically and with sensi tivity to 
the parti ci pant 's own frame of re ference . In 
qualitative research. the researcher is concerned 
with understanding human behaviour from the 
perspective of the participants. So the researcher 
seeks to uncover the thoughts, perception s and 
feeling s experienced by the partic ipants, because 
qualitati ve research is most interested in studying 
how people attach meaning to and organize their 
li ves, and how this in turn influences their actions. 
The strength of qualitative approaches lies in 
their capacity to generate rich data re garding a 
family caregiver's subjective experience, allowing 
increased understanding of family moti vations and 
behaviours within stressful situations (Marshall & 
Rossman, 1989). It is anticipated that the findings of 
the study would provide a context for understanding 
the phenomenon of providing care within Hong 
Kong Chinese society and, hence, for identifying 
the perceived needs of caregivers. In particular, the 
experiences of the family caregivers of people with 
stroke were identified, described. and interpreted. 
SAMPLING 
The researcher used purposive sampling in thi s study 
to investigate the experiences of family members 
caring for their elderly relatives. Purposive sampling 
relies on a smaller number of infonnants deliberately 
chosen to inform the researcher in detail about 
personal meanings and perceptions (Streubert & 
Carpenter, 1995). The criteria for inclusion in this 
study were: I) the carer was the dependent person 's 
relative; 2) the carer was identified by the dependent 
person as the primary caregiver; 3) the carer had 
been the primary caregiver for more than six months; 
4) the carer was taking care of the dependent person 
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in a home setting; and 5) the dependent person had 
suffered a stroke. 
A total of 15 famil y caregivers who met the above 
inclu sion criteria provided information for thi s 
study. The sampling was drawn from two stroke 
wards in two hospital s and two stroke support 
groups in the community of Hong Kong. They all 
had morc than six months' caregiving experiences 
in a home selling. Chinese family caregivers in this 
study consisted of seven wives, five husbands and 
three daughters. They ranged in age from 27 to 87 
years. with a mean age of 62 at time of interview. 
The majority were originally from Mainland China 
and had migrated to Hong Kong in the past 10 
to 50 years. The remainde r were born in Hong 
Kong. About seventy~ five per cent (12 caregivers) 
of the interviewed famil y caregivers were elderly 
themselves, aged over 65. The oldest caregi ver was 
87 and the spouse of the dependent person. The 
youngest caregiver was 27 and the daughter of the 
dependent person. All three daughters had hired 
helpers in caring for their stroke mothers in this 
study. but the interviewees were still considered to 
be the primary caregivers. Two of the daughters of 
the dependants were working full~time and the other 
daughter had her own family. Four of the fifteen 
family caregivers owned their homes. Relatively 
few family caregivers in thi s study. three of the 
fifteen, were in full~time and part~ time employment 
at the time of interview. The remainder were either 
retired or housewives. 
In this study, the in ~depth interviews with the family 
caregivers were scheduled at a time and place 
convenient to them. All of the interviews took place 
at the family caregivers' homes. except for two, 
which took place in a quiet cafe at the request of the 
family caregivers. The duration of each in-depth 
interview averaged two hours, and the interviews 
were conducted over a period of three months. In 
order to validate and enrich the family caregivers' 
descriptions of their caregiving experiences, two to 
three interviews were conducted with each family 
caregiver. The interviews with all of the 15 family 
caregivers were tape-recorded, transcribed and typed 
in Chinese. Rubin and Rubin (1995) say that in a 
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q u a l i t a t i v e  i n t e r v i e w  ' t h e  r e s e a r c h e r  g e n t l y  g u i d e s  
lh~ lJ is~u~~ion. l e a d i n g  i t  t h r o u g h  s t a g e s .  a s k i n g  
s p e c i f i c  q u e s t i o n s ,  a n d  e n c o u r a g i n g  t h e  i n t e r v i e w e e  
t o  a n s w e r  i n  d e p t h  a n d  a t  l e n g t h '  ( p . 1 2 4 ) .  T h e  l o n g  
i n t e r v i e w  m e t h o d  s t o p p e d  w h e n  p a t t e r n s  b e c a m e  
r e p e t i t i v e  i n  t h e  i n t e r v i e w  a n d  d a t a  w e r e  t h e m a t i c a l l y  
s a l u r a t e d  i n  c o n t e n t  a n a l y s i s .  
D A T A  A N A L Y S I S  
L E E  
c a r e g i v e r s  i n  t h i s  s t u d y  w e r e  c l e a r l y  i n f l u e n c e d  b y  
t h e  t r a d i t i o n a l  C h i n e s e  v a l u e s  d i s c u s s e d  e a r l i e r .  
I n  a d d i t i o n .  o n e  o u t c o m e  o f  t h i s  a n a l y s i s  w a s  
t h e  i d e n t i f i c a t i o n  o f  3 8  c a t e g o r i e s  o f  c a r e g i v i n g  
e x p e r i e n c e s ,  w h i c h  w e r e  p e r t i n e n t  t o  t h e  e x p e r i e n c e s  
o f  f a m i l y  m e m b e r s  c a r i n g  f o r  e l d e r l y  r e l a t i v e s  w h o  
h a d  e x p e r i e n c e d  s t r o k e s .  T h e  m e a n i n g s  f o r m u l a t e d  
f r o m  t h e s e  k e y  e l e m e n t s  w e r e  c l u s t e r e d  i n t o  f o u r  k e y  
t h e m e s .  T h e y  f o u r  k e y  t h e m e s  e m e r g e d  a s  t h e  f a m i l y  
c a r e g i v e r s  i n  t h i s  s t u d y  e x p l a i n e d  t h e i r  e x p e r i e n c e s  
A f t e r  e a c h  i n t e r v i e w .  a  m e m o  w i t h  c o n t a c t  s u m m a r y  o n  f a m i l y  c a r e g i v i n g :  l e a r n i n g  t o  c o p e  w i t h  n e w  
s h e e t  w a s  c o m p l e t e d  i n  t h e  s a m e  d a y  t h e  d a t a  w a s  d e m a n d s ;  m a n a g i n g  o n e ' s  o w n  e m o t i o n a l  r e s p o n s e s ;  
c o l l e c t e d .  A s  s o o n  a s  p o s s i b l e  a f t e r  t h e  c o m p l e t i o n  a p p r a i s i n g  k i n s h i p  a n d  c o m m u n i t y  s u p p o r t ;  a n d  
o f  e a c h  i n t e r v i e w  s e s s i o n .  t h e  t a p e ·  r e c o r d e d  m a i n t a i n i n g  a  b a l a n c e  b e t w e e n  c a r e g i v i n g  n e e d s  a n d  
i n t e r v i e w s  w e r e  t r a n s c r i b e d  a n d  t y p e d  i n  C h i n e s e .  o n c ' s  o w n  n e e d s .  I s s u e s  o f  c u l t u r e ,  t r a d i t i o n .  a n d  
T h e  a u d i o t a p e s  w e r e  l i s t e n e d  t o  a g a i n  t o  e n s u r e  t h a t  r e l i g i o n  d o m i n a t e d  t h r o u g h o u t  t h e s e  t h e m e s .  
t h e  t r a n s c r i p t i o n  o f  e a c h  i n t e r v i e w  w a s  c o m p l e t e  
a n d  a c c u r a t e .  M e m o s  w e r e  a l s o  u s e d  t o  k e e p  t r a c k  T h e m e  1 :  L e a r n i n g  t o  c o p e  w i t h  n e w  d e m a n d s  
o f  c h a n g e s  i n  t h o u g h  I S  a b o u t  t h e  p r o p e r t i e s  o f  t h e  
c a t e g o r i e s  a n d  t h e  c o n n e c t i o n s  b e t w e e n  s e l e c t e d  I t  h a s  b e e n  w i d e l y  r e c o g n i z e d  I h a t  t h e  c a r e g i v i n g  
c a t e g o r i e s .  W r i t i n g  a n a l y t i c a l  n o t e s  i n  t h e  m e m o  a n d  p r o c e s s  i s  s t r e s s f u l  a n d  f a m i l y  c a r e g i v e r s  a d a p t  t o  
r e v i e w i n g  t h e m  r e g u l a r l y  w a s  u s e f u l  f o r  n a r r o w i n g  s t r e s s o r s  b y  i n i t i a t i n g  c o p i n g  s t r a t e g i e s  w i t h i n  t h e  
d o w n  t h e  r e s e a r c h  f o c u s  a n d  r a i s i n g  t h e  s t u d y ' S  l e v e l  f a m i l y  t o  d e c r e a s e  f a m i l y  v u l n e r a b i l i t y  ( F o l k m a n  
o f  a b s l r a c t i o n  f r o m  a  d e s c r i p l i v e  t o  a n  e x p l a n a t o r y  &  L a z a r u s ,  1 9 8 4 ) .  I n  t h i s  s t u d y .  c a r e g i v e r s  c o p e d  
a c c o u n t  t h r o u g h  t h e  e x p a n s i o n  o f  k e y  e l e m e n t s .  w i t h  t h e i r  s i t u a t i o n s  i n  d i f f e r e n t  w a y s  a n d  m e d i a t i n g  
c o n s t r u c t i o n  o f  c a t e g o r i e s  a n d  v a l i d a t i o n .  f a c t o r s  s u c h  a s  s e l f · e f f i c a c y  a n d  t h e  r e l a t i o n s h i p  
w i t h  t h e  c a r e d - f o r  p e r s o n  i n f l u e n c e d  c a r e g i v i n g  
C o n t e n t  a n a l y s i s  w a s  u s e d  t o  a n a l y z e  t h e  i n t e r v i e w  o u t c o m e s .  A l l  o f  t h e  f a m i l y  c a r e g i v e r s  i n  t h i s  s l u d y  
d a t a  i n  t h i s  s t u d y .  T h i s  w a s  a  s y s t e m a t i c  p r o c e d u r e  c o m m i t t e d  a n d  c o p e d  w i t h  t h e  n e w  d e m a n d s  o f  
w h e r e b y  v e r b a t i m  o r  u n s t r u c t u r e d  d a t a  w e r e  c a r e g i v i n g  o n  t h e i r  o w n .  e s p e c i a l l y  a t  t h e  b e g i n n i n g  
s y s t e m a t i c a l l y  c a t e g o r i z e d  a n d  c o n s t a n t l y  c o m p a r e d  o f  c a r e g i v i n g  w h e n  s t r o k e  r e l a t i v e s  w e r e  d i s c h a r g e d  
b y  c o n t e n t  a r e a .  D a t a  a n a l y s i s  u s i n g  t h e  t e c h n i q u e  f r o m  h o s p i t a l s .  A s  d i s c u s s e d  e a r l i e r ,  i t  h a s  b e e n  
o f  c o d i n g  w a s  d o n e  i m m e d i a t e l y  a f t e r  e a c h  i n t e r v i e w  a s s u m e d  i n  C o n f u c i a n i s m  t h a t  p e o p l e  a r e  e s s e n t i a l l y  
h a d  b e e n  t r a n s c r i b e d .  T h e  p u r p o s e  o f  c o d i n g  w a s  b e n e v o l e n t ,  a n d  t h i s  a s s u m p t i o n  h a s  h a d  a  m a j o r  
t o  i d e n t i f y  e s s e n t i a l  e l e m e n t s ,  f o r m u l a t e  c a t e g o r i e s .  i m p a c t  o n  t h e  v a r i o u s  b e h a v i o u r s  o f  t h e  C h i n e s e  
t r a c e  l i n k a g e s  b e t w e e n  c a t e g o r i e s  a n d  d e v e l o p  p e o p l e .  U n d e r  t h e  i n f l u e n c e  o f  C o n f u c i a n i s m  a n d  
t h e m e s .  B u d d h i s m ,  C h i n e s e  p e o p l e  h a v e  g r o w n  u p  w i t h  t h e  
b e l i e f  t h a t  t h e  i n d i v i d u a l  s h o u l d  m a k e  a n  e f f o r t  t o  
R E S U L T S  r e t u r n  a n y  f a v o u r s  t h a t  t h e y  o w e  ( B o n d ,  1 9 9 6 ) .  I t  
I n  d e s c r i b i n g  t h e  r e s u l t s  o f  t h i s  s t u d y ,  t h e  
e x p e r i e n c e s  o f  f a m i l y  c a r e g i v e r s  w e r e  c a t e g o r i z e d  
u n d e r  t h e  v a r i o u s  u n m e t  n e e d s  o f  c a r e g i v i n g .  F a m i l y  
c a r e g i v e r s  w i t h  u n  m e t  n e e d s  w e r e  t h o s e  w h o  h a d  
t h e  g r e a t e s t  n e e d  o f  s u p p o r t .  b u t  w h o  d i d  n o t  r e c e i v e  
i t  f r o m  t h e i r  c h i l d r e n  o r  f r o m  o t h e r  s o u r c e s  i n  t h i s  
s t u d y .  A n  a n a l y s i s  o f  t h e  s t u d y  d a t a  r e v e a l e d  t h a t  i n  
p r o v i d i n g  c a r e  t o  t h e i r  f a m i l y  m e m b e r s .  t h e  f a m i l y  
h a s  b e e n  e v i d e n c e d  t h a l  m o s t  o f  t h e  C h i n e s e  f a m i l y  
c a r e g i v e r s  u s u a l l y  l a c k e d  t h e  b a s i c  t e c h n i q u e s  10  
c a r e  f o r  t h e i r  d i s a b l e d  r e l a t i v e s  w i t h  s t r o k e  ( L e e  e t  
a I . ,  L u i  &  M a c k e n z i e ,  19 9 9 ;  W o o  e t  a I . ,  1 9 9 2 ) .  T h e  
f a m i l y  c a r e g i v e r s  i n  t h i s  s t u d y  r e s p o n d e d  t o  n e w  
d e m a n d s  o f  f a m i l y  c a r e g i v i n g  a l o n e  b y  a d o p l i n g  
v a r i o u s  c o p i n g  s t r a t e g i e s .  I t  w a s  f o u n d  t h a t  o l d e r  
c a r e g i v e r s '  s e l f · e f f i c a c y  h a d  b e e n  i d e n t i f i e d  a s  o n e  o f  
t h e  p r e d i c t o r s  o f  c a r e g i v i n g  o u t c o m e s  i n  t h i s  s t u d y .  
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The following remarks are illustrative: 
A 74-year-old woman looking after her severely 
disabled husband with dementia gives one example: 
Every morning I have to wash his face and 
change the napkin. He is usually doubly 
incontinent in the middle of the night and I 
have to get up to check on him and wash him 
every night. He would grip the bar that had 
been brought from the hospital. In the end. I 
would not be able to fall into sleep agai n. I 
then get up early and go to the market every 
morning whi le he is sleeping. I come home 
and prepare the meals. It is ve ry lOug h. 
(Participant # 9) 
Vol.? NO.l 
with the heavy physical work involved in caring for 
a panner with severe disabilities after one to two 
years of lift ing and transferring. When describing 
situations in which pressure was experienced. family 
caregivers ind icated that pressure was associated 
with the person's inability to wa lk. the burden of 
taking care of a person with incontinence. dOing the 
housework without ex tra help, and with the person 's 
lack of recovery. 
Theme 2: Managing one's own emotional responses 
The physical work and emot ional strain led to the 
ex haustion of caregivers' own in ner resources as 
reflected by the sacrifice of the ir health . Some 
of the family caregivers in this study were able to 
withstand many months. even years. of strain before 
A 75 -yea r-old man looki ng after hi s w ife with they reached complete exhaustion , which all of them 
moderate disability gives another example of coping: experienced. The psychological distress suffered by 
I felt comp letely exha us ted at the very 
begi nning. as I had to go shopping and 
prepare the meals . I had to be very careful in 
taking care that she moved and that I assisted 
and followed her; I always check her blood 
pressure; J also go to check and see she is 
well covered in the middle of the night ! In 
fact everything has to be done quickly, which 
gives me a lot of stress . (Participant # I) 
In this study. the older spousal caregivers were 
less like ly to seek suppon from their own family 
members andlor from services outside the home. 
whether public or private. In thi s study. those family 
caregivers who did not have any chi ldren or whose 
children were li ving far away were found to have 
many unmet needs. Younger e lderly as opposed 
to older elderly. and males as opposed to females 
were more likely to seek instrumental and financial 
support from both children and ot her sources. 
Family caregivers described th eir caregiving 
activities as a hierarchy of assisting behaviours: 
assisting the stroke victim with personal care such 
as eati ng a meal , taking a bath, using the toile t. 
and dressing; providing companionship; handling 
finances; shopping; providing transportation; and 
doing the lau ndry. Some caregivers stated that they 
themselves no longer had enough strength to cope 
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the family caregivers in thi s study was linked to the 
length of time that care was provided. part icu larly 
fo r caregivers with little information and social 
support. Most of the fam ily caregivers in this study 
reported fee ling under pressure to care for their 
fami ly members at home. The fo llowing remarks 
are illustrative: 
A 67 -year-Old man wi th hean disease and a 
pacemaker looking after his severely disabled wife 
gives one example: 
It was the toug he st time whe n she was 
immob ile and lying in bed. I cou ld not 
work and did not have any money. I could 
not think clearly within those six months. I 
always wanted to end my li fe when I cou ld 
not think clearly ... 1 thought of ending my 
li fe by jumping down from the building. I 
always cried and she cried also when she saw 
me crying. I am a male and it is very difficult 
for me to do all this housework and care fo r 
her ... It is embarrassing to change and wash 
her because I am a gentleman. I found it very 
tough and it gave me lot of stress and pressure 
when she was immobile and lying in bed . . . 
Gradually she was able to go to the toilet with 
assistance and I do not have much pressure 
now. (Participant # 4) 
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A  4 7 · y e a r · o l d  d a u g h t e r  l o o k i n g  a f t e r  h e r  s e v e r e l y  
d i s a b l t : d  m O l h e r  g i  v e s  a n o t h e r  e x a m p l e :  
T h o s e  f e e l i n g s  a r e  d i f f i c u l t  t o  e x p r e s s  . . .  
i l  f e e l s  l i k e  s o m e  i n v i s i b l e  p r e s s u r e .  I t  i s  
d i f f i c u l t  t o  t e l l  y o u  t h o s e  f e e l i n g s  a t  t h i s  
m o m e n t .  I  a l w a y s  b e c o m e  e x h a u s t e d  b e c a u s e  
I  a m  a l w a y s  b u s y  a n d  r u s h e d ,  t h e n  J  f a i n t .  
( P a r t i c i p a n t  #  1 2 )  
A  7 4 - y e a r - o l d  w o m a n  l o o k i n g  a f t e r  h e r  s e v e r e l y  
d i s a b l e d  h u s b a n d  w i t h  d e m e n t i a  g i v e s  a n o t h e r  
e x a m p l e :  
M y  h e a l t h  i s  n o t  v e r y  g o o d .  I  a l w a y s  s u f f e r  
f r o m  d i a r r h o e a  a n d  s t o m a c h  a c h e s .  P e r h a p s  I  
c r i e d  t o o  m u c h  i n  t h e  p a s t  a n d  i t  a f f e c t e d  m y  
h e a l t h  b a d l y .  I  d o n ' t  k n o w .  S o m e t i m e s  I  d o n  
' t  f e e l  g o o d .  I  a m  t h i n k i n g  o f  e v e r y t h i n g  a n d  
I  c a n ' t  f a l l  a s l e e p .  I  d o n ' t  k n o w  w h a t  I  a m  
t h i n k i n g .  I t ' s  d i f f i c u l t  t o  s a y .  ( P a n i c i p a n t  #  9 )  
L E E  
T h e m e  3 :  A p p r a i s i n g  k i n s h i p  a n d  c o m m u n i t y  
s u p p o r t  
I n  C h i n e s e  s o c i c t y ,  a d u l t  c h i l d r e n  h a v e  t r a d i t i o n a l l y  
b e e n  r e g a r d e d  a s  t h e  m a i  n  p r o v i d e r s  o f  b o t h  
i n s t r u m e n t a l  a n d  f i n a n c i a l  s u p p o r t  f o r  t h e  e l d e r l y .  
T h e  r e d u c t i o n  i n  f a m i l y  s i z e  i n  r e c e n t  y e a r s  h a s  l e d  
t o  c o n c e r n s  a b o u t  w h c t h e r  t h e  c a r e g i v e r ' s  u n m e l  
n e e d s  i n c r e a s e .  F a m i l y  c a r c g i v e r s  d i d  n o t  r e a d i l y  
s e e k  p r o f e s s i o n a l  h e l p  a n d  i t  m i g h t  b e  t h a t  t h e  h e l p  
w a s  n O I  f a m i l y  o r i e n l e d  a n d  i t  d i d  n o t  m e e t  t h e i r  
f a m i l y  c a r e g i v i n g  n e e d s .  I t  i s  l i k e l y  t h a t  t h e r e  w e r e  
g r o u p s  o f  f a m i l i e s  w h o  h a d  n o  n e e d  o f  p r o f e s s i o n a l  
h e l p  t o  c o p e  w i t h  l i f e ,  t h o u g h  t h e y  s t i l l  r e q u i r e  
r e s o u r c e s  a n d  s e r v i c e s  t o  h e l p  t h e m  c o p e .  I n d i v i d u a l  
f a c t o r s  s u c h  a s  a g e ,  s e x  a n d  c u l t u r e  r e s u l t  i n  d i f f e r e n t  
n e e d s  b e i n g  p a r a m o u n t .  O l d e r  f a m i l y  c a r e g i v e r s  
t e n d e d  t o  h i d e  t h e i r  p r o b l e m s  f r o m  o t h e r  f a m i l y  
m e m b e r s ;  t h e y  r e f u s e d  t o  t u r n  t o  t h e i r  f a m i l i e s  a n d  
f r i e n d s  f o r  s u p p o r t  a n d  d i d  n O I  s e e k  a n y  p r o f e s s i o n a l  
h e l p .  A m o n g  t h e  C h i n e s e  f a m i l y  c a r e g i v e r s  i n  H o n g  
K o n g ,  p a i d  s u p p o r t  w a s  s t i l l  r e g a r d e d  a s  t h e  l a s t  
T h e  c a r e g i v e r s  i n  t h i s  s t u d y  w e r e  f o r c e d  t o  l o o k  r e s o r t  i n  p e o p l e ' s  s e l e c t i o n  o f  s u p p o r t  a l t e r n a t i v e s .  I f  
a f t e r  t h e i r  e l d e r l y  f a m i l y  m e m b e r s  b e c a u s e  n o  s u p p o r t  f r o m  i n f o r m a l  k i n  w e r e  a v a i l a b l e ,  t h e  C h i n e s e  
o t h e r  a l t e r n a t i v e s  w e r e  a v a i l a b l e .  T h e y  s t a t e d  t h a t  w o u l d  n o t  s e e k  p a i d  s u p p o r t ,  e v e n  i f  t h e y  h a d  t h e  
b e i n g  a  f a m i l y  c a r e g i v e r  w a s  v e r y  h a r d  w o r k  a n d  f i n a n c i a l  r e s o u r c e s  t o  d o  s o .  T h i s  c o u l d  b e  a t t r i b u t e d  
d i f f i c u l t ,  p a r t i c u l a r l y  i n  t h e  b e g i n n i n g .  S o u r c e s  o f  t o  t h e  l o w  q u a l i t y  o f  t h e  p a i d  s e r v i c e s  a v a i l a b l e  a n d  
s t r e s s  i n c l u d e d :  t h e  e x c e s s i v e  b u r d e n  o f  d e a l i n g  1 0  t h e  g e n e r a l  r e l u c t a n c e  t o  r e l y  o n  u n c o n n e c t e d  
w i t h  s i t u a t i o n s  l i k e  i n c o n t i n e n c e  a n d  b a t h i n g  t h e  p e r s o n s  t o  p r o v i d e  s u p p o r t .  H o w e v e r ,  i t  i s  n o t  
p a t i e n t .  p r e s s u r e  c r e a t e d  f r o m  t h e  i m m o b i l i t y  o f  t h e  d i f f i c u l t  t o  s e e  w h y  s t r o k e  i s  c a l l e d  a  f a m i l y  i l l n e s s .  
p a t i e n t  a n d  t h e  p i l i n g  u p  o f  h o u s e w o r k ,  u n f a m i l i a r i t y  F a m i l y  c a r e g i v e r s  i n  t h i s  s t u d y  t h a t  w e r e  n o t  s a t i s f i e d  
w i t h  c a r e g i v i n g  t a s k s  a n d  f i n a n c i a l  d i f f i c u l t i e s .  I t  w i t h  t h e  r e s o u r c e s  o f  t h e i r  s o c i a l  s u p p o r t  r e p o r t e d  a  
w a s  d u r i n g  t h i s  p e r i o d  t h a t  t h e  c a r e g i v e r ' s  h e a l t h  g r e a t e r  a m o u n t  o f  p r e s s u r e  i n  t h e i r  c a r e g i v i n g .  T h e  
w a s  m o s t  v u l n e r a b l e .  I n  t h i s  s t u d y ,  t h e  p r e s s u r e s  f o l l o w i n g  r e m a r k s  a r e  i l l u s t r a t i v e :  
o f  c a r e g i v i n g  o n  m a l e  s p o u s e s  s e e m e d  t o  b e  
d i f f e r e n t  f r o m  t h e  p r e s s u r e s  o n  f e m a l e  s p o u s e s  a n d  A  5 0 - y e a r - o l d  d a u g h t e r  l o o k i n g  a f t e r  h e r  m o d e r a t e l y  
d a u g h t e r s .  M a l e  c a r e g i v e r s  e x p e r i e n c e d  m o r e  s t r a i n  d i s a b l e d  m o t h e r  g i v e s  o n e  e x a m p l e :  
t h a n  f e m a l e s  a n d  u s e d  l e s s  f o r m a l  a n d  i n f o r m a l  
h e l p .  T h e y  a l s o  r e p o r t e d  t h a t  t h e y  d i d  n o t  c o p e  a s  T h e  m o s t  d i f f i c u l t  t i m e  w a s  t h e  f i r s t  m o n t h  
w e l l  a s  f e m a l e  c a r e g i v e r s  w i t h  t h e  r e s p o n s i b i l i t y  o f  a f t e r  s h e  w a s  d i s c h a r g e d  f r o m  h o s p i t a l .  I  w a s  
c a r e g i v i n g  i n  t h e  s t u d y .  T h e  p r e s s u r e  e x p e r i e n c e d  u n d e r  a  l o t  o f  p r e s s u r e .  T h i s  w a s  b e c a u s e  J  
b y  f a m i l y  c a r e g i v e r s  i n  t h i s  s t u d y  w a s  d e s c r i b e d  a s  d i d  n o r  h a v e  a n y  o f  t h o s e  d e v j l . : c s  l u  a s s i s t  
d e c r e a s i n g  o v e r  t i m e ,  p r o v i d e d  t h a t  t h e  f u n c t i o n a l  m e  t h a t  w e r e  a v a i l a b l e  i n  t h e  h o s p i t a l .  I  w i s h  
s t a t u s  o f  t h e  s t r o k e  v i c t i m  i m p r o v e d .  O t h e r w i s e ,  t h e  t h e r e  h a d  b e e n  s o m e  p r o f e s s i o n a l s  t o  g i v e  
o p p o s i t e  o c c u r r e d .  m e  a d v i c e  a n d  a s s u r a n c e .  B u t  n o b o d y  w a s  
a v a i l a b l e  t o  g i v e  m e  a  h a n d .  A l l  o f  m y  o t h e r  
b r o t h e r s  a n d  s i s t e r s  h a d  t o  g o  t o  w o r k .  T h e y  
c o u l d  o n l y  p r o v i d e  f i n a n c i a l  s u p p o r t .  b u t  n o t  
2 3  
physical support. I then hired a maid la help 
me. It is much better now. So I was always 
the one in the family to deal with different 
things before. If I am capable of doing it, I am 
willing to do it without asking for any return. 
(Participant # 3) 
Vol.? No. l 
might have made any difference to the patient at 
home. Older female spousal caregivcrs thought 
that such services could not have really made any 
difference. Although older spouses particularly 
described themselves as overwhelmed by problems 
such as sleep deprivation or dealing with the difficult 
behaviour of the patient or being unable to physically 
A 67-year-old man with heart disease and a cope with lifting, they refused to seek help within the 
pacemaker looking after his severely disabled wife family and other community services. It was found 
gives another example: that the family caregivers in this study believed that 
It is related to something that people in the 
society should realize--lhat there was nobody 
available to teach me how to care for her. .. 
I did not have any money and J did not have 
any information about where to receive help 
and what resources were available in the 
community at that time. Nobody informed 
me. I preferred to save some money from 
food and hired a homemaker to come and 
help me to clean the windows since I cannot 
reach up that high with my heart condition. 
(Participant # 4) 
A 72-year-old woman looking after her mildly 
disabled husband gives another example: 
I had gone through those difficult times 
when he was discharged home from 
hospital, but J don't feel comfortable making 
recommendations to others about caregi ving 
... It depends on how the carer handles the 
problem. You can't simply learn from other 
people's experience! This kind of thing cannot 
be taught. Everyone has their own way of 
thinking so they have their own way of doing 
things . It might not be the same way as I 
care for my husband. Therefore. I would not 
those problems are difficult to support by services 
and they were their own problems. which should 
not be shared with others. It has heen shown that 
older female caregivcrs in this study felt isolated 
and ashamed of their feelings of inadequacy. These 
findings were congruent with the Chinese culture 
and belief system (Bond, 1993; Yang, 1992). 
In addition to the support provided by family 
members, some of the caregivers reported resorting 
to paid support when they had no other alternative. 
The orders of needs for individual family caregivers 
in this study were different. Some families were 
critical of respite care or short-tenn care while other 
families were not. It is problematic to arrange for 
appropriate care when people need intensi ve personal 
attention. Care assistants came either very late in 
the morning or very early in the evening to assist the 
patient in getting up or going to bed. The findings 
make it clear that when this kind of support was not 
available at appropriate times, this was itself another 
source of stress. Many of the family caregivers 
concerned also felt that they had been pressured into 
moving their relatives out of the hospital too early 
Theme 4: Maintaining a balance betw.een 
caregiving needs and one's own needs 
talk to or teach other families of people with Caregivers complained that they had difficulties 
stroke. (Participants#2) managing tasks and maintaining a normal 
life. Caregiving tasks include ensuring a safe 
In this study, the spouses and adult children of environment, checking the patient's blood pressure, 
caregivers primarily provided kinship support for checking to see that the patient is well covered at 
their spouses and older parents with stroke. They night time and showing love and providing emotional 
also provided economic and/or practical support support. The family caregivers in this study also 
to their stroke relatives with physical disabilities. stated that they had their own health problems and 
Family caregivers in this study were asked if they indicated that it was important to exercise and have 
thought that any extra kinds of support or services time for oneself to maintain a healthy lifestyle in 
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A p r i l 2 0 0 4  
o r d e r  t o  b e  a b l e  t o  k e e p  p e r f o r m i n g  t h e i r  c a r e g i v i n g  
t a s k s .  B U l  i t  w a s  d i f f l \ : u h  1 u  l I 1 a i l l t a i n  a  b a l a n c e .  T h e  
f o l l o w i n g  r e m a r k s  a r e  i l l u s t r a t i v e :  
A  5 5 - y e a r - o l d  w o m a n  l o o k i n g  a f l e r  h e r  h u s b a n d  
w i t h  s e v e r e  d i s a b i l i t y  a n d  P a r k i n s o n ' s  D i s e a s e  g i v e s  
o n e  e x a m p l e :  
I  w o u l d  g o  b y  m y s e l f .  I  n e e d e d  t o  h a v e  m y  
o w n  s p a c e .  A l t h o u g h  J  c a r e d  f o r  m y  h u s b a n d ,  
I  t o l d  m y  n i e c e  t h a t  I  n e e d e d  t o  h a v e  s o m e  
~ime f o r  m y s e l f .  I  n e e d e d  t o  g o  o u t  a n d  r e l a x  
b e c a u s e  h e  w a s  e m o t i o n a l  a n d  s o  w a s  I ,  
w h e n  I  w a s  s o  t i r e d  a t  o n e  p o i n t  I  t o l d  t h e m  
t h a t  J  n e e d e d  t o  g o  t o  t h e  C u l t u r a l  C e n t r e .  I  
a s k e d  t h e m  t o  c o m e  a n d  t a k e  c a r e  o f  h i m  
f o r  m e .  W h e n  I  f e l t  u n h a p p y .  I  w o u l d  h a v e  
a  b u f f e t .  I  w o u l d  g o  o u t  f o r  a f l e r n o o n  t e a  
a n d  I  d i d  n o t  s t a y  h o m e .  I  w o u l d  w h e e l  m y  
h u s b a n d  t o  t h e  M a l l  o r  t o  g o  t o  t h e  f a s t  f o o d  
s t o r e  f o r  a  c h a n g e .  I  w o u l d  f e e l  b e t t e r  a f t e r .  
I f  I  w e r e  u n a b l e  t o  g o  o u t ,  I  w o u l d  s i n g  w i t h  
m y  W a l k m a n  i n  t h e  h o u s e .  I  d e a h  w i t h  t h i s  
p r o b l e m  o k a y .  ( P a r t i c i p a n t  #  5 )  
L E E  
T h e  d o c t o r  s a i d  t h a t  i t  c o u l d n ' t  b e  m a d e  
s m a l l e r  a n y m o r e  a n d  t a k i n g  m e d i c a t i o n  
c o u l d  b e  t h e  o n l y  w a y  t o  p r e v e n t  i t s  f u r t h e r  
e n l a r g e m e n t  I  o f t e n  h a v e  l o w  b l o o d  p r e s s u r e :  
s o m e t i m e s  m y  d i a s t o I i c  p r e s s u r e  i s  o n l y  a b o u t  
5 0 - s o m e t h i n g ,  a n d  t h e  s y s l o l i c  p r e s s u r e  i s  
o n l y  a b o u t  8 0 - s o m e t h i n g .  I  a l w a y s  h a v e  l o w  
b l o o d  p r e s s u r e .  I  a l w a y s  g o  f o r  c h e c k - u p s  . . .  
S o m e t i m e s  i t  i s  h a r d  f o r  m e  w h e n  I  n e e d  t o  
g r i p  h i m .  I  f e e l  l i k e  s o m e t h i n g  i s  b l o c k i n g  m y  
b r e a t h i n g .  ( P a r t i c i p a n t  #  1 5 )  
T h e  c a r e g i v e r ' s  o w n  h e a l t h  p r o b l e m s  c o u l d  m a k e  
i t  d i f f i c u l t  f o r  h i m / h e r  t o  c o n t i n u e  p r o v i d i n g  c a r e  
a t  h o m e .  S i x  o f  t h e  f a m i l y  c a r e g i v e r s  i n  t h i s  s t u d y  
( t h r e e  h u s b a n d s  a n d  t h r e e  w i v e s ) ,  w h o s e  r e l a t i v e s  
n e e d e d  p h y s i c a l  h e l p  i n  g e t t i n g  i n t o  a  b a t h  o r  w i t h  
g e t t i n g  o u t  o f  b e d  o r  w i t h  d r e s s i n g ,  r e p o r t e d  b e i n g  
u n a b l e  t o  c o n t i n u e  p r o v i d i n g  c a r e  w i t h o u t  e x t r a  
h e l p  b e c a u s e  o f  s e r i o u s  b a c k  p r o b l e m s .  S o m e  o f  
t h e m  a l s o  e x p e r i e n c e d  p r o b l e m s  w i t h  t h e  d e p e n d e n t  
s p o u s e s  b e c o m i n g  d o u b l y  i n c o n t i n e n t ,  a l t h o u g h  
t h e y  n e v e r  g a v e  t h i s  a s  a  r e a s o n  f o r  g i v i n g  u p  o n  
p r o v i d i n g  c a r e  a t  h o m e .  T h e  o l d e r  c a r e g i v e r  s p o u s e s  
i n  t h i s  s t u d y  r e p o r t e d  h a v i n g  m o r e  s e r i o u s  h e a l t h  
A  6 5 - y e a r - o l d  m a n  l o o k i n g  a f t e r  h i s  s e v e r e l y  p r o b l e m s  t h a n  t h e  y o u n g e r  c a r e g i v e r s .  t h e  d a u g h t e r s .  
d i s a b l e d  w i f e  w i t h  e p i l e p s y  g i v e s  a n O l h e r e x a m p l e :  M o s t  o f  t h e  o l d e r  f a m i l y  c a r e g i v e r s  i n  t h i s  s t u d y  
J  h a v e  l o t s  o f  w o r r i e s .  F o r  e x a m p l e ,  m y  
s t u d e n t s  w e r e  n o t  v c r y  c o o p e r a t i v e  a n d  I  d i d  
h a v e  s o m e  t e a c h i n g  p r o b l e m s .  I  t r i e d  t o  p u t  
a s i d e  t h e s e  w o r r i e s  s i n c e  m y  w i f e ' s  i l l n e s s  i s  
a l w a y s  o n  m y  m i n d .  I  w a s  p a n i c k i n g  a b o u t  
t h e  r e c u r r e n c e  o f  h e r  s e i z u r e s .  T h e  m o s t  
i m p o r t a n t  t h i n g  i s  t h a t  I  m u s t  h a v e  g o o d  
h e a l t h .  I  o u g h t  t o  b e  v e r y  c a r e f u l  a b o u t  m y  
l i f e .  I  t r u s t  w e  c a n ' t  r e s i s t  f a t e  . . .  W h a t  I  c a n  
d o  i s  t o  t r y  t o  r e l a x  w h e n e v e r  p o s s i b l e  a n d  n o t  
g i v e  m y s e l f  t o o  m u c h  p r e s s u r e .  ( P a r t i c i p a n t  #  
8 )  
A  7 7 - y e a r - O l d  w o m a n  l o o k i n g  a f t e r  h e r  h u s b a n d  
wi t h  s e v e r e  d i s a b i l i t y  g i v e s  a n o t h e r  e x a m p l e :  
I  a m  n o t  h e a l t h y  e n o u g h .  I  h a v e  h a d  h e a r t  
d i s e a s e  f o r  o v e r  f i v e  y e a r s .  I  g o  f o r  r e g u l a r  
c h e c k - u p s  a t  E a s t e r n  H o s p i t a l .  I  a l w a y s  t a k e  
m e d i c a t i o n .  M y  h e a r t  v a l v e  h a s  e n l a r g e d .  
r e p o r t e d  s u f f e r i n g  f r o m  h i g h  b l o o d  p r e s s u r e  a n d  
i n s o m n i a .  O n e  o f  t h e  h u s b a n d s ,  f o r  e x a m p l e ,  f e l t  
u n a b l e  t o  p u s h  h i s  w i f e ' s  w h e e l c h a i r  f o l l o w i n g  
h i s  b y - p a s s  h e a r t  s u r g e r y .  F a m i l y  c a r e g i v e r s  i n  
t h i s  s t u d y  t a l k e d  a b o u t  e x p e r i e n c i n g  p h y s i c a l  a n d  
e m o t i o n a l  p r e s s u r e  t h a t  t h e y  c o n s i d e r e d  w e r e  
s t r e s s - i n d u c e d .  T h e s e  i n c l u d e d :  d i f f i c u l t y  s l e e p i n g ,  
w e i g h t  l o s s ,  c h e s t  p a i n s ,  e l e v a t e d  b l o o d  p r e s s u r e ,  a n d  
a n x i e t y .  
D I S C U S S I O N  
T h i s  s t u d y  f o u n d  t h a t  t h e  c o m m u n i t y  s u p p o r t  
s e r v i c e s  f o r  f a m i l y  c a r e g i v e r s  o f  e l d e r l y  s t r o k e  
s u r v i v o r s  i n  t h e  s t u d y  a r e  d e s p e r a t e l y  i n s u f f i c i e n t ,  
w h i c h  h a s  n o t  b e e n  a d e q u a t e l y  s t u d i e d  ( L e e .  2 0 0 1 ;  
M a c k e n z i e ,  H o l r o y d ,  &  L u i ,  1 9 9 8 ) .  C o n s e q u e n t l y ,  
e i t h e r  t h e  e l d e r l y  p a t i e n t  o r  t h e  f a m i l y  m e m b e r s  
b e c o m e  v i c t i m s .  I n  t h i s  s t u d y ,  w i v e s  ( o l d e r  
c a r e g i v e r s )  i n  t h e  C h i n e s e  c o m m u n i t y  w h o  c a r e d  
f o r  p a t i e n t s  w e r e  f a r  l e s s  l i k e l y  t o  s e e k  h e l p  t h a n  
2 5  
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daughters (younger caregivers). Wives (older type of programme in meeting family caregiver's 
caregivers) in this study had a particularly heavy needs in Hong Kong. 
burden of care and yet were the lea~t likely to 
receive support ~crvices. Possi bly the spousal REFERENCES 
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M a r s h a l l .  C .  &  R o s s m a n .  G . B .  ( 1 9 8 9 ) .  D e s i g n i n g  
q u a l i t l l r i v e  r e s e a r c h .  N e w b u r y  P a r k ,  C A .  S a g e .  
N g a n .  R . M . H  . .  L e u n g .  M . F . E . ,  K w a n ,  A . Y . H . ,  Y e u n g ,  
D . W . T  . .  &  C h o n g .  A . M . L .  ( 1 9 9 6 ) .  A  s t u d y  o f  l o n g  t e r m  
c a r e  n e e d s .  p a t t e r n  a n d  i m p a c t  o f  t h e  e l d e r l y  i n  H O l l g  
K o n g .  H o n g  K o n g :  C i t y  U n i v e r s i t y  o f  H o n g  K o n g .  
P h i l i p s .  D . R .  ( 2 0 0 0 ) .  A g e i n g  i n  t h e  A s i a  - P a c i f i c  r e g i o n :  
I s s u e s .  p o l i c i e s  a n d  c o n t e x t s .  I n  D . R  . .  P h i l i p s .  A g e i n g  i n  
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N e w  Y o r k :  R o u t l e d g c .  
R u b i n .  H  . .  &  R u b i n ,  I .  ( 1 9 9 5 ) .  Q u a l i t a t i v e  i n r e n ' i e w i n g -
l l i t !  a r ,  o f  h e o r i n g  d a l l l .  T h o u s a n d  O a k s .  C A :  S a g e .  
S i  m ,  T . C . ,  L u m ,  C . M  . .  S z e .  F . K  . .  O r ,  K . H  . .  &  W o o .  1 .  
( 1 9 9 7 ) .  O u t c o m e  a f t e r  s t r o k e  r e h a b i l i t a t i o n  i n  H o n g  K o n g .  
C l i n i c a l  R e h a b i / i l l l l i o l l .  1 1 .  2 3 6 - 4 2 .  
S t e i n .  1 . .  S h a f q a t .  S  . .  D o h e r t y .  D  . .  F r a t e s .  E . P  . .  &  F u r i e ,  
K . L .  ( 2 0 0 3 ) .  F a m i l y  m e m b e r  k n o w l e d g e  a n d  e x p e c t a t i o n s  
f o r  f u n c t i o n a l  r e c o v e r y  a f t e r  s t r o k e .  A m e r i c a n  J o u r n a l  o f  
P h y s i c a l  M e d i c i n e  a n d  R e h a b i l i t a t i o n .  8 2 .  1 6 9 - 1 7 4 .  
S t r e u b c r t ,  H J  . .  &  C a r p e n t e r .  D . R .  ( 1 9 9 5 ) .  Q u a l i t a t i l ' e  
r e s e a r c h  i n  n u r s i n g :  A d v a n c i n g  t h e  h u m o . n i s t i c  i m p e r a l i v e .  
P h i l a d e l p h i a :  L i p p i n c o u .  
T w i g g .  J .  ( 1 9 9 2 ) .  C o r e r s .  r e s e a r c h  a n d  p r a c l i c e .  L o n d o n :  
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W o o .  1 . .  Y u e n ,  R . ,  K a y .  R . ,  &  N i c h o l l s .  M . G .  ( 1 9 9 2 ) .  
S u r v i v a l .  d i s a b i l i t y  a n d  r e s i d e n c e  2 0  m o n t h s  a f t e r  
a c u t e  s t r o k e  i n  a  C h i n e s e  p o p u l a t i o n :  i m p l i c a t i o n s  f o r  
c o m m u n i t y  c a r e .  D i s a b i l i t y  a n d  R e h a b i l i l a t i o n ,  1 4 . 3 6 - 4 0 .  
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c a r e  h o m e .  N e w  Y o r k :  J o s e p h  R o w n t r e e  F o u n d a t i o n .  
Z a r i t .  S . H .  ( 1 9 8 9 ) .  D o  w e  n e e d  a n o t h e r  ' s t r e s s  a n d  
c a r e g i v i n g '  s t u d y ' !  E d i t o r i a l .  T h e  G e r o n r o l o g i s l .  2 9 ,  
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